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Abstract

Objective To demonstrate how family physicians can contribute to a piece of the journey of improving quality-of-life
outcomes for people with intellectual and developmental disabilities (IDD) when they undergo the transition from
adolescence to adulthood.

Sources of information The “Primary care of adults with intellectual and developmental disabilities. 2018 Canadian
consensus guidelines” literature review and interdisciplinary input.

Main message Family physicians should be proactive in anticipating and supporting the transition of people with IDD
from adolescence to adulthood. Interventions should be guided by a developmental perspective regarding the person
with IDD and a life-cycle approach to supporting families. Family physicians also have a role in helping people with

IDD and their families to navigate successfully through changing community-based support systems in their province,

Editor’'s key points

» Family physicians should be proactive in anticipating and supporting the transition of people with intellectual and
developmental disabilities (IDD) from adolescence to adulthood. Be willing to provide primary care to youth with IDD as young as
12 years of age to participate in early transition planning to early adult life.

» Understand the emotional, behavioural, social, and spiritual challenges associated with the transition of youths with IDD to
adult life, as well as challenges faced by their families, and be prepared to proactively address these challenges by engaging with
interprofessional supports.

» Develop transition plans that ensure continuity and appropriateness of health care and social supports. There are tools that
can help with this. A key role and responsibility of the family physician is to oversee and support the effective implementation of
these transition plans and to review and update them regularly.

» Be sure to engage the youth with IDD and his or her family in developing this transition plan.

Points de repére du réedacteur

» Les médecins de famille devraient agir de fagcon proactive en prévoyant et en appuyant la transition entre l'adolescence et
l'age adulte chez les personnes ayant des déficiences intellectuelles et développementales (DID). Ils doivent &étre disposés a
dispenser des soins de premiére ligne a des jeunes ayant des DID agés d’'aussi peu que 12 ans pour qu'ils puissent participer a la
planification précoce de la transition vers 'age adulte.

» Ils devraient comprendre les difficultés émotionnelles, comportementales, sociales et spirituelles associées a la transition
des jeunes ayant des DID vers l'age adulte, de méme que les défis auxquels font face leur famille, et étre disposés a s'attaquer
proactivement a ces difficultés en s’entourant d’un soutien interprofessionnel.

» Ils devraient élaborer des plans de transition qui assurent la continuité et la nature appropriée des soins de santé et des
mesures de soutien social. Il existe des outils a cet effet. Superviser et appuyer la mise en ceuvre efficace de ces plans de
transition, et les revoir et les actualiser régulierement, font partie du role et des responsabilités clés du médecin de famille.

» Ils devraient mobiliser les jeunes ayant des DID et leur famille afin qu'ils participent a I'élaboration du plan de transition.
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especially health care and social services systems.
Therefore, family physicians should be aware of current
services available in their regions.

Conclusion Community and team-based family physicians
can optimize the quality of life of people with IDD and
their families by adopting a proactive developmental

and systems approach to preparing youth with IDD for
adulthood. In doing so, they exemplify the 4 principles of
family medicine.

Faciliter la transition a l'age
adulte des adolescents ayant
des déficiences intellectuelles

et développementales

Approche proactive en matiére de
développement et face aux systéemes

Résumeé

Objectif Démontrer comment les médecins de famille
s'insérent dans le parcours d'amélioration de la qualité
de vie des personnes ayant des déficiences intellectuelles
et développementales (DID) lorsqu’elles passent de
'adolescence a l'age adulte.

Sources d’information Revue de la littérature et
contributions des membres de plusieurs disciplines sur
les «Lignes directrices consensuelles canadiennes 2018
en matiére de soins primaires aux adultes ayant une
déficience développementale ».

Message principal Les médecins de famille devraient
prévoir et appuyer proactivement la transition de
l'adolescence a l'age adulte chez les personnes ayant
des DID. Les interventions doivent reposer sur un point
de vue développemental sur la personne ayant des DID,
ainsi que sur une approche axée sur le cycle de vie qui
appuie les familles. Les médecins de famille devraient
aussi guider les personnes ayant des DID et leur famille
a travers les systémes de soutien communautaire

en constante évolution, en particulier les systéemes

de soins de santé et de services sociaux. Ainsi, les
médecins de famille devraient connaitre les services
offerts dans leur région.

Conclusion Les médecins de famille qui pratiquent
dans la communauté ou au sein d’'une équipe peuvent
optimiser la qualité de vie des personnes ayant des DID
et de leur famille en adoptant une approche proactive
en matiéere de développement et de systéemes afin

de préparer les jeunes ayant des DID a passer a l'age
adulte. Ce faisant, ils personnifient les 4 principes de la
médecine familiale.

Case description

Sarah, an 18-year-old, single woman with an intellec-
tual and developmental disability (IDD), and her fam-
ily are facing a daunting transition to adult life. Sarah
is currently in school and is receiving primary care
from her pediatrician and associated pediatric reha-
bilitation services. Sarah has an IDD in the moderate
range (corresponding to an age equivalence of 6 to 9
years).! She also has several health challenges asso-
ciated with cerebral palsy. These include impaired
swallowing, difficulties articulating words, scoliosis,
hip dislocations, constipation, and epilepsy. To reduce
her risk of aspiration, Sarah has been receiving nutri-
tion and hydration through a gastrojejunal tube since
the age of 6 years. Sarah’s family is feeling over-
whelmed as they grapple with her impending transi-
tion from their familiar pediatrician and pediatric
specialists to you, her new family physician.

Sarah and her parents come to see you in your
office. Sarah’s parents express their appreciation of
your wheelchair-accessible office and your staff bring-
ing them directly from the busy waiting room area into
a quiet examination room. Sarah’s parents explain
that she lives with them and her 3 siblings, including
her younger sister with whom she is closest. They
also explain that Sarah communicates nonverbally
with vocalizations, gestures, and signs, and by using
a tablet-based communication system. Sarah’s mother
and father seek your advice regarding new premenstru-
al symptoms Sarah is experiencing and the recent onset
of seizures following 3 years of being seizure-free. A
pediatric neurologist assessed Sarah 6 months ago, and
her parents brought a copy of this consultation report
along with a thick binder of medical records. They ask
you whether you are willing to be Sarah’s family physi-
cian and to help them get connected with an adult neu-
rologist and other specialized services.

Sources of information
The 2018 Canadian consensus guidelines for primary care
of adults with IDD were informed by a literature review
and interdisciplinary input. Guideline 12 of the Canadian
consensus guidelines for primary care of adults with IDD
recommends 3 actions related to transitions.? The first is
to participate in and promote early preparations for tran-
sitions using a person-centred, integrated model of care
that includes the person with IDD, family, caregivers, and
other members of the care team. These preparations
should be guided by the perspective that such life-cycle
transitions raise developmental challenges for individ-
uals and families for which they will need emotional,
behavioural, social, and spiritual supports, and the
second recommendation is to proactively engage such
supports to enhance resilience and coping skills.

The third recommended action is to develop
and regularly review and update a transition plan.
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A transition plan typically includes arrangements to
transfer the person with IDD to appropriate health
and social services, exchange health information with
adult primary care providers, and develop a strategy
for managing crises. This plan should be guided by the
perspective that such transitions for a person with IDD
and his or her family involve systems issues as well as
personal growth and development.

This review expands on the developmental and sys-
tems issues that inform guideline 12 and discusses
the roles of family physicians in helping people with
IDD and their families to address them. We refer to a
transitions tool kit® that provides “how to” advice and
resources for implementing guideline 12. Family physi-
cians can make an important and unique contribution
to enhancing the health and quality of life of people like
Sarah and her family who are undergoing a transition
to adult life. These individuals and families can teach us
invaluable lessons about what the principles of family
medicine mean in practice.?

Main message
Transitions as a developmental issue. Transitions
often represent changes in expectations regarding an
individual's cognitive and adaptive functioning and the
social roles they undertake as they age. This is why peo-
ple with IDD and their families typically identify times of
transition as among the most challenging times of life.*
Physicians working with youth with IDD (eg, fam-
ily physicians, pediatricians, developmental pediatri-
cians) should draw on frameworks that are informed by
developmental psychology as guides to thinking about
appropriate health care interventions.>* Child psycholo-
gists such as Piaget, Erikson, and Gesell contributed
to understanding development as an evolutionary pro-
cess that occurs over a predictable sequence of stages,
and each stage is associated with particular skills, roles,
and competencies. Their work fostered the creation of
developmental scales and checklists from which chil-
dren could be measured and compared in relation to
physical and cognitive norms at standardized stages.!*!
Key milestones of “successful” adult life generally
include independent living, employment, and interper-
sonal and intimate relationships. Preparing youth for
achieving developmental tasks and meeting expecta-
tions of certain future contexts and social roles will ease
their transition to adult life. For example, adults are
expected to develop independence and self-reliance in
fulfilling roles and responsibilities associated with man-
aging their daily life and employment. By contrast, it is
acceptable for children to be dependent on their parents
until they develop the skills and competencies they need
to fulfil these roles and responsibilities by themselves.
When providing care for people with IDD, a challenge
for family physicians is to understand how markers of
typical development in the general population might not

apply to people with IDD. Research shows that people
with IDD experience considerable physical and mental
health problems during life-stage and service transi-
tions, which are often associated with changes to famil-
iar environments, social circles, and the nature and level
of supports.'?'* Many people with IDD, for example, stay
in publicly funded school until they are about 21 years
of age. But they must transfer from child to adult health
services at 18 years of age when they also become eli-
gible for social services in the adult developmental sec-
tor. Family physicians need to think about the emotional,
behavioural, social, and spiritual challenges that accom-
pany these changes for people with IDD, as they play an
important role in preventing and addressing these asso-
ciated health and social problems.

When an adolescent with IDD is in transition to adult
life, his or her family will also need to adjust and adapt
to the needs of the person with IDD. While times of
transition present opportunities and risks to the qual-
ity of life of people with IDD, similar opportunities and
risks arise for families with 1 or more members with
IDD. The success of an adolescent with IDD’s transition
to adult life will have a considerable effect on the well-
being of his or her family, including the health of family
members, often mothers, who take on caregiving roles.
Family caregivers also experience difficult dilemmas and
decisions in continuing to provide high levels of care to
adult children, but also regarding “letting go” of their
caregiving roles and responsibilities as they also age.!%1
Family physicians can play an important role in support-
ing families of youth with IDD who are in transition to
adult life, particularly family caregivers.!?

Transitions as a systems issue. In addition to address-
ing developmental issues during transitions to adult
life for youth with IDD and their families, a related
task is to address the continuity and appropriateness
of the systems of support for them. One role for fam-
ily physicians is to engage and work proactively with
colleagues in health care and other systems (eg, edu-
cation, social supports, leisure and recreation, legal) to
identify needs early, before the transition, and to desig-
nate responsibilities for coordinating, navigating, and
integrating health care.

Many authors recommend that planning for the tran-
sition to adult life should begin as early as age 12 to 16
years.'®20 This allows sufficient time to develop a transi-
tion plan and to implement aspects of this plan, such as
the development of relevant skills for adulthood. Such
planning is best done during the relatively stable phase
of adolescent school life. The transition to adult life
can be regarded as successful to the extent that the
individual with IDD and his or her family’s wishes and
hopes for the adult phase of life that have been incor-
porated into the transition plan are being realized in a
manner that they envisioned.
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Figure 1. Sarah’s health care transition plan

Transfer of Care Plan: Paediatric to Adult Services
Person with Developmental Disabilities
Plan completed (d/mmiyyyy): 11| D5)A01 77
Name: _ Sacaln DOB: (ddmm/yyyyy:
Address: |33'jingjﬂm Em,;;l City/Town: Eduﬂgg.!lﬁ
t Postal Code: _ yyy, vy HomePhone: siyny-wupy  Cell/Work Phone:  ywyy & & & VA
S Email ___garalh@ wsy. o)
& Health Card No: _xxy xyv yxy/ Other Health Insurance:
Emergency Contact __Yoanna
Relationship: ___ Ayt Phome: Sy — Wyx V'
Primary Care Physician/Nurse Practitioner: [y, L)
Address: Phone:
E-mail; Fax: L
» Specialist Paediatrician (if applicable):
2 b Chtld
E Address: . - Phone:
E-mail: Fax:
§ Other health care providers (other doctors, specialist doctors, dentist, therapists, etc.)
= Neme and speciality: __Predlic n+r|.f4 Ne umlnail‘:“
g Phone:
T Name and speciality: ﬁpgmh_lm_\ﬂlﬁa;__&%lmﬁ
Phone
Nmn:mdspm:ln]r Qﬂﬂ&![lﬂtlﬂm | - | Ef_mPIS:I:
Phone: Fax:
Medical Findings from Paediatrician
Etiology of developmental disability: .
..I':E Level ofa.dapuwﬂmmamng O Mild @Moderate U Severe U Profound
E .
=
:
E .
& ~cerebp) o= Slheoon <
o Hbn _epilens)
"'g CtuTthedlmomrTremmEm' ALY
L = . ¥y
8 -mlnw haic_foc rnbhf ﬁ !
o Allergies/Adverse Reactions (¢.g., nuts=hives): /
= ~None.
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Figure 1 continued from page S40
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To enhance collaboration...

The Paedistrician or Paedlatric Team will;

= Perform Transition Readiness Checklist when the patient is 14 years of age and, with the patient and
family or guardians, document discussion and skill building prioritics. Reassess and continue to build
skills vearly.

* Encourage youth with DD to have a yearly visit with a primary care physician by the age of 16, to
facilitate patient-physician relationship and transition.
Identify key health issues and recommendations to patient, family and primary care physician.
Send this Transfer of Care Plan to primary care physician.
Telephone the primary care physician/nurse practitioner to complete the transfer.

The patient, with support from family/carepivers, will:

+ Work on leaming and practicing skills identified in the Transition Rﬂdl.nm Checlilist.

+ Show up for appointments and be on time.

= Bring writlen questions (e.g., on Today’s Visit form), Portable Patient Profile and all current
medications, including any alternative, complementary therapy supplements to doctors’ appointments.

¢ At each visit, tell the doctor the most important health issue for the visit and any concemns or guestions,

=  Reméember to take medications, follow through with tests, and follow treatments (list any specifics).

The Primary Care Physician™urse Practitioner will:

* Reassess patient’s skills from Transition Readiness Checklist with patient and family/caregivers,
addressing gaps in knowledge and skills.

* Follow through on recommendations and issues identified by the paediatrician as needing attention.

« Monitor patient’s general health.

* Work with patient and Substitute Decision-Maker on issues of health care decision-making and
informed consent.

s Make referrals to aduli specialists, as needed, and if not done by paediatric specialists.

Adapied from Children's Hospifal Bosion/Genetics and Metabolirm Program/mewenglandeonsortium org

Online Resources:

. jon h Car .- -m:hmnmmmﬂmah,suppurumm patntsandhmﬂ[hcar: ]

mnﬁndersmlhemmunﬁum iatric to adult health care
s AAPACFP, ACOP, Supporting the Health Care Transition from Adolescence to Adulthood in the Medical Home

AAP—American Academy of Pediatrics, ACFP—American Academy of Family Physicians, ACOP—American College of Physicians, DD—developmental
disabilities, G-)— gastrojejunal, OT—occupational therapist, SLP—speech-language pathologist.
Adapted from the Developmental Disabilities Primary Care Initiative.?
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As shown in Figure 1, Sarah’s health care transi-
tion plan (adapted from the Developmental Disabilities
Primary Care Initiative)® is comprehensive in scope and
identifies skills and supports that Sarah and her family
will need during the early adult phase of life. It is man-
datory in schools for people with IDD in a special edu-
cation program to create a transition plan, which family
physicians can refer to as a starting point. In addition to
addressing the health care needs of the person with IDD
and his or her family, transition plans also address voca-
tional and social issues such as inclusive postsecond-
ary education, supported employment, supported living,
and social-leisure-community engagement.?! Such
aspects of a transition plan are outlined in detail in a
transition readiness tool,*>'® which will not be described
here but which is available online (surreyplace.ca/
ddprimarycare/tools/general-health/transitions).?
What is important to highlight here, is the role fam-
ily physicians can play in developing, implementing,
reviewing, and updating transition plans in accord with
the principles of family medicine.'®

Role of family physicians. The various roles that fam-
ily physicians and other primary care providers can and
should play in supporting people with IDD and their
families during the transition to adult life can be framed
using the 4 principles of family medicine.?

First, the relationship between the family physician
and the person with IDD and his or her family is central
to health care. The family physician should ensure that
the person with IDD and his or her family participate in
the planning and implementing of the transition plan.
This might entail encouraging and supporting the young
person with IDD in decision making. In Sarah’s case,
her family physician will need to distinguish between
her expressive and receptive communication skills, and
employ specific supports to assist with her communica-
tion. Sarah’s family physician might also consider each
family member’s life stage and provide supportive coun-
seling to each person regarding his or her relationship
with Sarah and the various roles he or she is attempting
to manage as a family member or caregiver (eg, ben-
efits and risks of a parent also assuming the role of an
educator or advocate). In developing and implementing
plans, both the well-being of Sarah and that of her fam-
ily should be kept in mind.

Second, the family physician, as a skilled clinician,
should be able to identify health and developmental
needs of people with IDD in transition to adult life and
those of their families—what involves ongoing care and
what can be anticipated to change, requiring preventive
care or additional health care interventions and supports.

Third, the family physician, as a resource to a defined
population (in this case, persons with IDD in transition
to adult life and their families), should be aware of best
practices for successful transitions and the supports that

adolescents with IDD and their families might need as
they face the challenges of changing roles and responsi-
bilities, and of assuming others.>¢8:1823

Fourth, the family physician, as a community-based
practitioner, should be an advocate for a comprehen-
sive case management approach to developing and
implementing a successful transition plan. In addition
to addressing health care needs, such a plan needs to
engage the range of crucial community agencies and
services, such as education, college and university,
employment, housing, and funding supports. While it is
typically beyond the scope of the family physician to lead
such planning, he or she can play a role in ensuring that
such planning is taking place, that someone, perhaps a
member of the family health team, has been identified to
take responsibility for implementing aspects of the health
plan, and that progress regarding this plan is reviewed
and updated on a regular basis, such as annually.

Case resolution

Sarah’s initial presentation illustrates issues related to
the transition to adult life. Ideally, transition planning,
which in Sarah’s case includes the transfer from her
pediatrician to you, should have begun when she was
relatively young, such as age 12. If Sarah had begun to
see you as her family physician during her adolescent
years, you would have established a relationship with
her and her family by the time she turned 18 years old.
In assuming your role as Sarah'’s family physician now,
you will need to identify health, allied, and develop-
mental specialists who can continue various aspects
of her care, such as an adult neurologist, speech-
language pathologist, and occupational therapist.

In developing a transition plan with Sarah, you
need to develop and learn a method of communicating
with her and supporting her decisions about herself,
such as where and how she wishes to live, work, learn,
and play. In Sarah'’s case, although she does not speak,
you learn she understands many things and has, in
fact, very clear ideas about how she would like to live,
which will be used to shape the transition plans.

Conclusion

Family physicians are in an important position to be
involved in personalized transition plans for patients
with IDD that will improve the quality of life of peo-
ple with IDD and their families during key life transi-
tions—such as the transition to adult life. They can do
so by adopting developmental and systems perspectives
to primary care. They should be cognizant of specific
developmental challenges that both people with IDD
and their families experience during this life transition
and proactively address them to promote resiliency,
wellness, and health. They should also collaborate with
youth with IDD, their families, and various community
systems of support that are available in their regions
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